
PE1690/BB 
Anonymous submission of 4 March 2019 

 
I refer to the above petition and wish to submit further evidence regarding the treatment 
of people with ME in Scotland. 

As the mother of a young sufferer I would like to highlight the lack of awareness  and 
understanding we and other families I have met have experienced among health 
professionals when dealing with this illness, although I do acknowledge that there will 
be examples of good practice with children and young people out there . I have watched 
the various stages of this petition with interest and am delighted that the Scottish 
Government is listening to ME sufferers and are prepared to work with ME Action and 
others to look at the provision of services, research and awareness raising of ME, but I 
feel strongly that children and young people with ME are a sub group with a distinct set 
of problems when dealing with this condition  and they are largely being ignored. They 
are only mentioned in section 4 in the Scottish Good Practice Statement, but there is 
still no separate document for this group despite promises being made when the adult 
version of the Good Practice Statement was published. It was stated that it was only 
interim guidance for children and young people in the original document. 

My daughter ,now 23, was 9 years old when diagnosed with CFS. She had been 
generally unwell since the age of 6 when she failed to recover completely after a 
respiratory virus. Diagnosis of CFS came after suffering a series of such viruses and a 
particularly devastating one at age 9. Our first hurdle after this bad virus was convincing 
our  GP that my daughter was struggling with respiratory symptoms, was extremely 
fatigued and generally unwell. Eventually after numerous fruitless visits to the surgery 
she decided to " settle this " and sent my daughter out to run around the building 4 
times while she would watch from her window. My daughter passed the window once 
and did not reappear- she had collapsed at the back of the building. The GP and my 
husband who had accompanied my daughter had to go and find her. The GP continued 
to disbelieve my daughter's condition and distress were genuine and encouraged her to 
run through the waiting room. She referred us to paediatrics the next day, but my 
daughter has still not, 14 years later, recovered the energy levels she had before going 
to see the GP that day. 

Our association with paediatrics was no less problematic. After being diagnosed with 
CFS six months after our first appointment my daughter had deteriorated further. She 
was struggling with school and her attendance was extremely poor. Our paediatricians 
response to this was go to school part time. When questioned what he meant by this he 
told me to do what I thought - half day, 2 hours per day whatever. I was then left to 
negotiate this with the school and had no real idea what I was doing, despite being a 



teacher myself. The school knew nothing about the condition and had no idea how to 
make it easier for a child with ME to access education. 

Education poses a particular problem to children and young people with ME and their 
families. In some cases non attendance at school can result in referral to child support 
services leading to increased stress on families already coping with an extremely 
difficult situation. Action for ME are addressing this situation in Scotland with their 
Educate ME project - I have been part of the parent steering group for this - but at the 
moment we have to apply for further funding and it is acknowledged that after a year we 
have only scratched the surface of this problem with development of awareness 
sessions and resources for educational professionals. There is so much more we need 
to do. A survey completed by young people concerning  their educational experience as 
part of this project included some very upsetting testimonies, with a general strand of 
lack of understanding,awareness and support. 

After 2 years with CFS my daughter was unable to walk and was confined to a 
wheelchair. A new paediatrician took over and attributed the fact that my daughter could 
not walk to school phobia. She took her into hospital for 4 weeks for intensive 
physiotherapy and psychology. Physiotherapy sessions consisted of her being held up 
with a belt loop or a harness around her waist and made to walk like a puppet. 
Psychology involved the psychologist shouting at her to tell her what her mental block 
was. A few days after being discharged my daughter relapsed to such an extent that 
she could no longer feed herself and was housebound.  There had been a marked 
deterioration in her health during her stay in hospital and she has still not regained this. 

She recovered slightly over the next month ,but to nowhere near the levels before 
hospital admission. One day visiting outpatients the pediatrician asked to speak to my 
daughter alone. There followed a 20 minute verbal attack by the paediatrician saying 
such things as " this is complete nonsense, you will walk within a month or else ". The 
paediatrician was shaking with rage when she came out the room and my daughter was 
extremely distressed. After further discussion with paediatrician, physio and 
psychologist we had no choice,but to go along with their idea of daily physio visits and 
regular psychology for a month. After a few days my daughter relapsed yet again and 
as before we were abandoned as a family with a severely sick child to pick up the 
pieces. A situation caused by ignorance and lack of understanding by health 
professionals. 

The team eventually became involved again , but by this time my daughter had 
deteriorated to such an extent that they were at a loss as to what to do. Her neurological 
symptoms were so severe she was dizzy all the time, and could not wash,  dress or 
feed herself. She could not hold her head up. Their solution was to suggest they would 
admit her to a psychiatric unit and at one point it was suggested she should go to such 



a unit in Great Ormond Street. Thankfully after a lot of discussions  and a refusal by 
Great Ormond Street to take her we reached the compromise of being referred to 
CAMHS as a day patient. There was a complete refusal on the health professionals part 
to believe ME is a physical condition and this continued with CAMHS who treated her 
using Graded Exposure Therapy - the treatment used for phobias - and needless to say 
my daughter's condition did not improve ,but worsened again. As before they retreated 
when she deteriorated and left us to deal with the situation. 

I would like to say our treatment was unique and that we were unfortunate in the health 
professionals we encountered, but unfortunately I have heard many similar stories. 
Although I was never accused of Munchhausens by proxy the implications were always 
there in the background and in our case they seemed to lay the blame at my daughter's 
door - she was school phobic. They simply refused to listen to me or my daughter when 
describing the very real symptoms she was suffering from. At one point he pediatrician 
said " so what if she gets dizzy". I have heard of other mothers being accused of 
Munchhausens, however and one  mother I know was accused of child abuse because 
she removed her son from an exercise programme that was making him worse. One in 
five families with a child or young person with ME are referred to child support services 
because of problems with school attendance or because medical professionals believe 
the mother is involved in the child's illness in some way. " False illness beliefs " held by 
the mother are a common claim by health professionals and at one point because I had 
cleaned my house for a visit by a paediatrician was told the whole problem is my house 
is too clean. One mother was accused of Munchhausens because she was too 
knowledgeable about ME and had tried to share her knowledge with health 
professionals. Parents are powerless when these accusations are thrown at them 
because there is always the threat of child support services so compliance is the only 
option after making some attempt at disputing the treatment. A paediatrician only has to 
say " Are you refusing treatment? " to get such compliance. Adults with ME can refuse 
treatment, parents of children with ME have no such luxury and nor do the children and 
young people. At one point I told our story to a freelance journalist and we featured in a 
national newspaper. As a result my daughter's physio treatment was withdrawn. Parents 
are afraid to speak up and meanwhile the treatment of ME for their offspring continues 
in many cases in the same vein leading to deterioration in health for the child. 

The threat of child support services places families under even more stress than had 
been caused by having a sick child. They are dealing with health professionals and 
educationalists who in many cases are disbelieving ,but who also have a lack of 
awareness and understanding of the condition. This scenario as happened in our case 
and others I know resulted in the child getting significantly worse as the illness was not 
dealt with properly from the beginning. Prognosis is favourable for young people with 
good care from an early diagnosis.  



These families are also dealing in many cases with siblings and struggling to keep jobs 
when trying to juggle visits to health professionals and look after a child who is unable to 
attend school. In my case I had to  give up my career as a primary teacher partly due to 
ill health as a consequence of the stress of my daughter being ill and also because I 
quite simply had to become a full time carer as my daughter's health had deteriorated to 
such a level.There is no prospect of my being able to return to work . 

My daughter is now 23 and is still in a wheelchair. She had virtually no secondary 
education - one hour in school and one hour home tuition in fourth and fifth year and 
can now attend college for one hour per week on a good week. Most help with 
managing her condition comes from a naturopath who has advised us on various 
supplements,although we have lately been referred to a neurologist for the first time and 
awaiting test results. 

In summary I would ask when you are reviewing provision of services for people with 
ME that you remember children and young people and recognise that they require 
services in their own right, not just an add on to adult services. These services must 
help children and their families by : 

Publication of a Scottish Good Practice Statement for children and young people. 

Ensuring quick diagnosis to ensure a good prognosis for the child. 

Ensuring treatment options are explained fully and parents and children are involved in 
the decision making. Parents and children should not be forced down a certain path. 
Parents and children should be listened to and believed when describing symptoms. 

CBT and GET should not be used. 

 A psychiatric unit or psychological setting is completely inappropriate for the treatment 
of ME. Treatment should focus on physical symptoms. 

Ensuring support for the child when deciding which type and level of education is 
appropriate for them at each stage of their illness. 

Promoting greater awareness that children and young people can suffer from the 
condition. 

If you wish to contact me to discuss any of the above matters I would be happy to assist. 


